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Auditor General for
Scotland

The Auditor General for Scotland is the Parliament’s watchdog for ensuring
propriety and value for money in the spending of public funds.

He is responsible for investigating whether public spending bodies achieve
the best possible value for money and adhere to the highest standards of
financial management.

He is independent and not subject to the control of any member of the Scottish
Executive or the Parliament.

The Auditor General is responsible for securing the audit of the Scottish
Executive and most other public sector bodies except local authorities and fire
and police boards.

The following bodies fall within the remit of the Auditor General:

« directorates of the Scottish Executive eg, the Health Directorates
 executive agencies eg, the Prison Service, Historic Scotland

* NHS boards

« further education colleges

* Scottish Water

* NDPBs and others eg, Scottish Enterprise.

The Accounts

Commission

The Accounts Commission is a statutory, independent body which, through the
audit process, assists local authorities in Scotland to achieve the highest
standards of financial stewardship and the economic, efficient and effective use
of their resources. The Commission has four main responsibilities:

» securing the external audit, including the audit of Best Value and
Community Planning

following up issues of concern identified through the audit, to ensure
satisfactory resolutions

carrying out national performance studies to improve economy, efficiency and
effectiveness in local government

issuing an annual direction to local authorities which sets out the range of
performance information they are required to publish.

The Commission secures the audit of 32 councils and 41 joint boards (including

police and fire and rescue services). Local authorities spend over £14 billion of
public funds a year.

Audit Scotland is a statutory body set up in April 2000 under the Public

Finance and Accountability (Scotland) Act 2000. It provides services to the

Auditor General for Scotland and the Accounts Commission. Together
they ensure that the Scottish Executive and public sector bodies in
Scotland are held to account for the proper, efficient and effective use of
public funds.
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Part 1. Setting the
scene

In Scotland, it is estimated that around one
in five people have at least one long-term
condition.




Background

1. Long-term conditions — sometimes
referred to as chronic diseases — last

a year or longer, limit what a person
can do, and may require ongoing
medical care." Examples include
epilepsy, asthma, diabetes and chronic
obstructive pulmonary disease (COPD),
which includes a number of conditions
including emphysema and chronic
bronchitis.

2. Managing long-term conditions is
seen as the biggest challenge facing
healthcare systems worldwide, with
60 per cent of all deaths attributable
to them.” Across the UK it is
estimated that people with a
long-term condition:

e account for 80 per cent of all GP
consultations

e are twice as likely to be admitted
to hospital

e stay in hospital disproportionately
longer

e account for over 60 per cent of
hospital bed days.’

3. In Scotland, it is estimated that
around a million people have at
least one long-term condition and
that nearly a third of households
contain at least one person with a
long-term condition.”®

4. Prevalence increases with age
(Exhibit 1). The number of people in
Scotland aged 75 and over is projected
to rise by 75 per cent from 0.37 million
to 0.65 million over the period 2004

to 2031. If prevalence rates remain
the same the total number of people
with COPD will rise by 33 per cent
between 2007 and 2027, from 99,139
to 127,188; and for the same period
the total number of people with
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Exhibit 1

Part 1. Setting the scene 3

Prevalence of selected long-term conditions by age (coronary heart disease
(CHD), COPD, diabetes, and stroke and transient ischaemic attacks (TIAs))

for men in Scotland, 2005/06
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Note: CHD includes acute myocardial infarction (heart attack), angina and heart failure.
Source: Information Services Division (ISD) Scotland, 2005/06

Exhibit 2

Projected prevalence of COPD in people aged 60 and above over the next

20 years
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Source: ISD Scotland, 2004/05; GAD population projections, 2005

epilepsy will rise by 13 per cent from
19,200 to 20,987. The most significant
increases for both conditions occur in
people aged 60 and over — 34 per cent

for COPD and 45 per cent for epilepsy.
(Exhibit 2 and Exhibit 3, overleaf).”

In addition, as life expectancy goes

up and the number of older people

Chronic condiitions: Making the case for ongoing care, Partnerships for Solutions, John Hopkins University, December 2002.
Preventing chronic diseases: a vital investment, World Health Organisation, 2005.

Chronic disease management. A compendium of information, Department of Health, May 2004.
A health and well-being profile of Scotland, NHSScotland, 2004.

Scottish Household Survey, Scottish Executive, 2003.

These projected increases for COPD and epilepsy were estimated by applying the UK Government Actuary’s Department (GAD) projected population
increases by age group to the prevalence figures for COPD and epilepsy on the Quality and Outcomes Framework (QOF) registers in 2004/05.

ISD is part of NHS National Services Scotland.



increases, it is likely that a growing
number of people in Scotland will
suffer from one or more long-term
condition.”

5. Over the period 2004 to 2031, the
number of people of working age is
projected to fall by seven per cent by
2031, from 3.18 million to 2.96 million.’
This highlights the need for effective
service and workforce planning to
ensure that patients receive good
quality care provided by the right
number of trained staff.

6. Links have been established
between deprivation and behavioural
factors known to affect health,

and also with individual long-term
conditions. For example, smoking is
the most important preventable cause
of ill health and premature death in
Scotland, with more than 13,000
smoking-related deaths per year.
People living in the most deprived
areas are more than twice as likely

to be current smokers than those in
the least deprived areas.'® A King's
Fund study looking at COPD medical
admissions in the UK between 2000
and 2002 found that the rate of
hospital admission for COPD rises as
deprivation increases. Further analyses
found that around 31 per cent of such
admissions could be attributed to
deprivation."' Deprived populations
also have considerably higher levels of
deaths due to coronary heart disease
(CHD), with deaths in the most
deprived ten per cent of the population
being five times higher than that in the
least deprived ten per cent (Exhibit 4).

7. Over recent years there has been a
move to treat more people with long-
term conditions in the community.
However, a considerable amount of
care is still carried out in hospitals.

8. Delivering for Health sets out
a programme of action for the
NHS in Scotland based on the
recommendations made in

8 Drivers for change, S Kendrick, SEHD, 2004.

Building a Health Service Fit for

the Future (also known as the Kerr
Report)."” ™ The overall emphasis is
on providing the majority of care in
the community as locally as possible,
with a focus on improving health and
reducing health inequalities; providing
more integrated and targeted care

in local settings; reducing hospital
admissions; providing systematic

Exhibit 3

support for people with long-term
conditions; and allowing patients and
carers to have more of a say in what
services they receive. The Scottish
Executive Health Directorates (SEHD)
have given responsibility for driving
the shift in the balance of care locally
to NHS boards, with implementation
and delivery by Community Health
Partnerships (CHPs).

Projected prevalence of epilepsy in people aged 60 and above over the next

20 years
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Exhibit 4

Deprivation and deaths from Coronary Heart Disease, 2001 to 2005
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Note: The SIMD scale describes the least deprived proportion in decile 1 through to the most

deprived in decile 10.
Source: ISD Scotland, 2001-05

9 Projected population of Scotland (2004-based), Registrar General for Scotland, October 2005.
10  Scottish Public Health Observatory: http://www.scotpho.org.uk/web/site/nome/Behaviour/Tobaccouse/tobacco_data/tobacco_socialclass.asp
11 COPD Medical Admissions in the UK: 2000/01-2001/02, King's Fund, August 2004.

12 Delivering for Health, SEHD, November 2005.

13 A national framework for service change in the NHS in Scotland. Building a health service fit for the future, SEHD, May 2005.



Key messages

9. In our review we found that services
for people with long-term conditions
are improving but there is considerable
progress to be made to provide cost-
effective, community-based care.

14

In order to provide more
community services for people
with long-term conditions,

NHS boards, through CHPs,
need to redesign services and
transfer resources from acute to
community settings. However,
decisions on the best use of
resources are currently being
made on limited evidence — there
is little information at a national or
local level about the activity, cost
and effectiveness of services for
people with long-term conditions.

Generally there is enthusiasm
from staff for Delivering

for Health as a guide to
improving services for long-
term conditions. Progress in
developing community-based
services for asthma and diabetes
has been good, but there are

a number of practical barriers
to providing better community
services for all patients with
long-term conditions. There is a
need to:

e join up health and social care
provision more effectively

e ensure that relevant
staff have access to
comprehensive information
on people’s care needs

e introduce real incentives for
change.

People with more than one
long-term condition are less
likely to be receiving joined-up
care across all the services they
receive.

Patients want better information
about their long-term conditions
and many want greater
involvement in their own care.

Recommendations

10. Our report includes
recommendations at the end of each
chapter. External auditors will be
following up progress against each of
these based on the self-assessment

checklist for NHS boards in Appendix 5.

Our study

11. We examined services for

adults with long-term conditions
generally, focusing on two conditions
in particular — COPD and epilepsy.
We selected these conditions as
there has been little evaluation of
these compared with other long-
term conditions such as diabetes or
asthma. In summary, we:

analysed quantitative activity data
on long-term conditions

estimated and analysed current
spend on long-term conditions
(Appendix 2)

reviewed documents and
interviewed staff at the SEHD
and at a sample of NHS boards
(including health professionals
specialising in COPD or epilepsy),
CHPs and council social work
departments. (The fieldwork at
boards was carried out in six
areas: Ayrshire and Arran, Borders,
Forth Valley, Greater Glasgow and
Clyde, Highland and Tayside)'"

held focus groups with people
with COPD or epilepsy in the
sample board areas (Appendix 3)

surveyed GPs and practice
nurses in the sample board
areas (Appendix 4 and report
supplement).

Limited fieldwork and a focus group were also undertaken in Shetland.
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12. A separate document aimed at
non-executive members of health
boards accompanies our report. This
document highlights issues arising
from this report which will support
non-executives in exercising their
scrutiny role.



Part 2. Activity, cost

' and effectiveness of
services

There is little information at a national

or local level about the activity, cost and
effectiveness of services for people with
long-term conditions.




Key message

In order to provide more
community services for people
with long-term conditions

NHS boards, through CHPs,

need to redesign services and
transfer resources from acute to
community settings. However,
decisions on the best use of
resources are currently being made
on limited evidence — there is little
information at a national or local
level about the activity, cost and
effectiveness of services for people
with long-term conditions.

Robust planning and decision-
making need to be supported
by comprehensive information
about activity, cost and
effectiveness of services

13. Delivering for Health sets a major
challenge for the NHS and its partners
as it involves a significant shift in how
services for people with long-term
conditions are currently planned,
designed and delivered. This needs to
be underpinned by robust information
about activity, cost and effectiveness
of services. This information is
needed across the NHS and social
care, at both national and local levels.

Most treatment for some long-
term conditions is still carried out
in hospitals

14. Information systems in the NHS
have traditionally focused on the
hospital sector with community
information still needing further
development. Systems such as the
Quiality and Outcomes Framework
(QOF) and Practice Team Information
(PTI) are still relatively new, and
comprehensive information about
community activity in the NHS is
therefore not yet available. Activity
information about social care services
for people with long-term conditions is
not available as social care data are not
collected about individual diseases.
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The total number of people treated in
hospital is slowly increasing

15. The total number of inpatient

and day cases for all causes of

illness across Scotland has increased
marginally between 1997/98 and
2005/06, from 1,200,329 to 1,233,646
(an increase of less than three per
cent over eight years). In relation to
our two tracer conditions, inpatient
and day cases for COPD increased by
25 per cent to 20,838 over the same
period, and decreased for epilepsy by
five per cent to 5,288.

People with a number of long-term
conditions spend a longer time in
hospital

16. The average length of stay in
hospital for all inpatients has gradually
reduced between 1997/98 and
2004/05, from 6.5 to 6.1 days. Over
the same period, the average length
of stay for patients with COPD fell
from 8.4 to 6.1 days but stayed at
around four days for those with
epilepsy (Exhibit 5).

Exhibit 5

17. Often people have more than
one long-term condition and this can
affect how long they stay in hospital.
For example, due to the nature of
the conditions, it is common for
people with COPD or epilepsy to have
depression or anxiety, and many of
the focus group participants said they
had experienced these mental health
problems. As prevalence increases
with age, many older people with
COPD or epilepsy will have other
non-related conditions. For example,
other conditions experienced by the
people attending the focus groups
include osteoporosis, angina, asthma
and hypothyroidism. Exhibit 6
(overleaf) shows that the average
length of stay for patients with a
main diagnosis of COPD or epilepsy
increases with the number of other
conditions present. In 2004/05, the
average number of conditions per
patient for those admitted to hospital
with COPD was 3.2 conditions, and for
epilepsy 3.7 conditions.

Average length of stay for inpatients in Scotland, 1997/98 to 2004/05
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People with COPD or epilepsy are
often readmitted to hospital and can
be admitted to hospital several times
a year

18. Although the length of stay in
hospital is generally decreasing the
percentage of people with a main
diagnosis of COPD or epilepsy
readmitted to hospital within 28 days
of being discharged is increasing
(Exhibit 7).

Exhibit 6

19. In 2003/04, a total of 10,214
COPD patients were admitted to
hospital, of whom 19 per cent were
admitted twice during the year and
16 per cent were admitted three or
more times. In the same year, 3,330
patients were admitted to hospital for
epilepsy, of whom 17 per cent were
admitted twice and 11 per cent were
admitted three or more times.

Average length of stay in hospital for COPD and epilepsy patients in
Scotland by number of conditions present, 2004/05

_ Average length of stay (days)

Number of
conditions present | COPD as main diagnosis | Epilepsy as main diagnosis
4.6 2.8

1

2 8.8
3 6.2
4 6.4
5 6.8
6 8.2

Source: ISD Scotland

Exhibit 7
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Readmission to hospital within 28 days for Scotland where COPD or
epilepsy is the main diagnosis, 1996/97-2004/05
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15 www.isdscotland.org

20. The increase in COPD and epilepsy
patients being readmitted to hospital
within 28 days of being discharged,
together with the increase in the
numbers being admitted on several
occasions during the year, highlight

the importance of having good
community support in place, and good
communication among all those who
are involved in a patient’s care, to help
avoid admission to hospital (see Part 3).

The treatment for some long-term
conditions is still mainly hospital-based
21. The level of healthcare being
provided in the community is
increasing but for some long-term
conditions the majority of treatment
is still carried out in hospitals

(Exhibit 8). For example, for CHD
services over four per cent of all
inpatient and day cases relate to CHD
patients compared to less than two
per cent of all primary care contacts.
The amount of social care provided to
people with long-term conditions is
unknown as social care data do

not identify disease-specific
information, making it impossible

to quantify activity.

22. The QOF is a fundamental part
of the new General Medical Services
(nGMS) contract introduced in

April 2004. The QOF is a system

for paying general practices for the
care provided to patients relating to
particular long-term conditions and for
funding quality improvements. QOF
payments accounted for about
£134.5 million of a total £642 million
spent on general medical services in
Scotland for 2005/06."° Participating
in the QOF is optional although 1,020
practices across Scotland (98.9 per
cent) took part in 2005/06.

23. The QOF measures achievement
against a range of indicators, with
points and payments awarded
according to the level of achievement.
Part of this relates to practices’
performance against ten conditions,
including COPD and epilepsy. '
Examples of indicators against

16 The ten QOF conditions are: secondary prevention in CHD; stroke and transient ischaemic attack (TIA); hypertension; diabetes mellitus; COPD; epilepsy;
hypothyroidism; cancer; mental health; and asthma.
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Exhibit 8

Balance of care in hospitals and primary care for some of the long-term
conditions included in the QOF, 2004/05
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Exhibit 9

Level of contact people with long-term conditions have with general practice
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which practices’ performance are
measured include specific indicators
for each condition relating to patient
registers, initial diagnosis and ongoing
management.

24. While QOF data are only available
for three years, early indications are
that the number of times a person
has contact with primary care staff
during the year has increased in
the second year for the ten QOF
conditions but then has dropped
again slightly in the third year
(Exhibit 9). This may be due to
practices calling patients in for
review when the system was first
introduced who they had not seen
for some time.

25. Exhibit 10 (overleaf) shows that
the number of contacts that COPD
patients have with their GPs fell

over the period 2003/04 to 2005/06
while contact with practice nurses
increased. This reflects the wider
role that nursing staff are having

in the care of patients. Over the
same period the level of contact that
epilepsy patients had with both GPs
and practice nurses initially increased
but then fell (Exhibit 11, overleaf).
Again this is likely to be due to
practices reviewing more patients in
the first two years of the new system
being introduced. Also, unlike COPD
there is less scope for practice nurses
to manage patients, unless they have
had additional training, as much of
the contact will relate to medication
review and prescribing which is
generally the responsibility of GPs."”

The full cost of long-term
conditions is not available

26. There is limited information at a
Scotland-wide level about the cost

of services to support the major
decisions involved in changing
services for people with long-term
conditions. The SEHD did not estimate
the cost of implementing new models
of care for long-term conditions
outlined in Delivering for Health.

17  The Practice Team Information system collects and analyses data from 55 general practices across Scotland, and includes information about GPs and

practice and community nurses.



27. Some cost data have been Exhibit 10
published estimating the cost of
cancer, CHD and diabetes services

to the NHS in Scotland.®™® The most
comprehensive of these is the work
done on cancer services which put the
overall cost for 2000/01 at £425 million
and included costs such as screening,
research, capital expenditure and

input from Special Health Boards.

The estimated cost of CHD services
to the NHS in Scotland in 1999 was
£434 million, while the estimate for
diabetes services was £320 million for
2002/03. However, both estimates are
considered quite crude — at best these
are snapshots at one point in time and GP
did not offer a basis for monitoring or

planning change.

Members of the general practice team with whom COPD patients had
contact, 2003/04 to 2005/06
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28. The lack of cost data at a national
level is mirrored at a local level,
where cost information on long-term
conditions is not collected consistently
across different parts of the NHS, or Exhibit 11
between the NHS and social work Members of the general practice team with whom epilepsy patients had
where costs cannot be identified. contact, 2003/04 to 2005/06
The SEHD expects NHS boards,
through their CHPs, to redesign
services, transfer resources from
acute to community settings, and fund
new developments within existing
budgets. However, it is difficult for
boards to plan for this due to the lack
of consistent and comprehensive
cost information in both health and
social care.
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29. Some NHS boards are developing

systems to collect more information
about specific conditions. NHS Greater GP Practice nurse District nurse  Health visitor
Glasgow and Clyde is starting to collate Member of general practice team

all cost information, across primary

care and hospitals, relating to specific Source: ISD Scotland

conditions. NHS Tayside is developing

electronic systems to capture more

comprehensive information on specific

conditions. These developments

will allow both boards to begin to

track spend on long-term conditions

throughout their board areas.

Number of epilepsy patient contacts (000)

18  The Cost of Cancer Care in Scotland 2002, 1ISD Cancer Information Group, September 2003.
19  The Future Burden of CHD and Diabetes in Scotland: The Value of Health Care Innovation. A Final Report for ABPI Scotland, NERA Economic Consulting,
September 2005.
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Estimated cost of COPD services to the NHS in Scotland, 2004/05

NHS board

Day cases &
bed days

Primary care Outpatient

and A&E

Notes: The total cost of COPD in Scotland will not exactly add up to the sum of the cost of COPD across the individual boards. This is due to adjusting the
QOF prevalence figure to include people not registered with a GP or not included in the QOF.
Prescribing costs relate to prescribing in the community and hospitals.

Other costs include laboratory tests and other procedures, eg blood tests, x-rays and scans.

Source: Economic analysis for Audit Scotland, 2006

We used economic modelling to
estimate the cost of COPD and
epilepsy services

30. In the absence of cost data on long-
term conditions, we used economic
modelling to estimate the cost of
services for people with COPD and
epilepsy — our two tracer conditions.
While data were available on inpatient,
day case services and some aspects
of prescribing, other figures had to

be estimated from previous research
studies elsewhere in the UK.

Managing people with COPD costs
the NHS over £98.5 million

31. We estimate that the direct cost
of COPD to the NHS in Scotland was
just over £98.5 million in 2004/05
(Exhibit 12). This is an underestimate
of the overall cost of care due to lack
of information on social work costs
and costs relating to services provided
by the voluntary sector and family
carers. Also, the prescribing costs
only include one medicine (Tiotropium)

as this is the only medicine licensed
solely for the treatment of COPD.?

An average cost of £1,036 per patient
suggests that most people diagnosed
with COPD have fairly severe disease
32. The QOF shows just over 90,000
people have COPD. Adjusting for
people not registered with a GP or not
covered in QOF data, this suggests
95,042 cases overall.”

20  NHS Argyll and Clyde was dissolved on 31 March 2006. Responsibility for the area was incorporated into the two neighbouring boards, NHS Greater
Glasgow (now known as NHS Greater Glasgow and Clyde) and NHS Highland.

21 A more detailed explanation of how the economic modelling was carried out can be found in Appendix 2.

22 Other medicines are routinely prescribed for COPD but they are also licensed for the treatment of asthma and there was not sufficient information available
to estimate what proportion of these medicines are prescribed for COPD.

23  The total number of people registered with a GP is less than the total population of Scotland meaning the total number of people registered on QOF is likely
to be an underestimate. Therefore, the number of people registered on QOF with COPD was multiplied by the ratio of the total population of Scotland to the
total number of people registered with a GP.
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33. The average cost per COPD
patient is £1,036, although this is
likely to cover a wide range (Exhibit
13). For example, while prescribing

34. Research quoted in the National
Institute for Health and Clinical
Excellence (NICE) COPD guidelines
suggests the annual cost of managing
a patient at each stage of their
disease is: mild £150; moderate
£308; and severe £1,307.” From the
data available it is not possible to say
how many of the 95,042 patients in
Scotland fall into each of the severity
stages, but our estimated cost per
patient of £1,036 suggests that most
known COPD patients in Scotland
have fairly severe disease.

Managing people with epilepsy costs
the NHS about £38 million

35. We estimate the direct cost of
epilepsy to the NHS in 2004/05 to be
just under £38 million (Exhibit 14). As
before, the total cost is likely to be an
underestimate for overall care due to
lack of information on costs relating to
social care and services provided by
the voluntary sector and family carers.

24 The burden of COPD in the UK: Results from the confronting COPD survey, M Britton, Respiratory Medicine Vol. 97 (2003) (SUPPLEMENT C), S7 I-S79 .
25 Chronic Obstructive Pulmonary Disease: NICE Guideline, National Institute for Health and Clinical Excellence, February 2004.




Exhibit 14
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Estimated cost of epilepsy services to the NHS in Scotland, 2004/05

NHS board

Day cases &
bed days

Outpatient
and A&E

Primary care

Notes: The total cost of COPD in Scotland will not exactly add up to the sum of the cost of COPD across the individual boards. This is due to adjusting the
QOF prevalence figure to include people not registered with a GP or not included in the QOF.
Prescribing costs relate to prescribing in the community and hospitals.

Other costs include laboratory tests and other procedures, eg blood tests, x-rays and scans.

Source: Economic analysis for Audit Scotland, 2006

The average cost per patient of
£1,042 may vary depending on how
frequently people with epilepsy have
seizures

36. From QOF data for 2004/05, there
are 34,040 people with epilepsy in
Scotland. This rises to 36,417 after
adjusting for people not registered with
a GP or not covered in QOF data.”

37. We estimate the average cost per
person with epilepsy to be £1,042
and this varies among boards

(Exhibit 15, overleaf). This is due

to differences in: the prevalence of
epilepsy reported in the QOF; hospital
bed days for epilepsy; and variations
in prescribing. Focusing on the
mainland NHS boards, average costs
per patient ranged from £871 in NHS
Highland to £1,517 in NHS Borders.
Previously published research
suggests the cost per patient
depends on seizure frequency but we
were not able to collect Scottish data
to verify this.”’

The cost-effectiveness of services
for people with long-term
conditions is unclear

38. Given the lack of cost and activity
data it is not surprising that there

has been very little evaluation of the
cost-effectiveness of services for
people with long-term conditions.
This gap urgently needs to be filled,
as decisions on the use of resources
are being made with limited evidence
about what works for patients.

26  If we assume Scotland to be ten per cent of the size of England and Wales, NICE's prevalence estimate (5-10 cases per 1,000) would suggest a range from
26,000 to 42,000, making the Scotland figures consistent with England and Wales. Epilepsy in adults and children: NICE guideline, National Institute for

Health and Clinical Excellence, October 2004.

27  Uptake and Costs of Care for Epilepsy: Findings from a UK Regional Study, A Jacoby et al. Epilepsia, 39(7):776-786, 1998.
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Exhibit 15
Estimated cost of epilepsy services per patient, 2004/05

NHS board Total cost
per patient

(£)

Day cases &
bed days
(£)

Primary care Outpatient
and A&E

(£)

Prescribing

(£) (£)

Source: Economic analysis for Audit Scotland, 2006

More community services for people
with COPD may reduce hospital
admissions

39. We looked at the types of
community-based COPD services
provided in the six NHS board areas
we audited and compared it to the
mean number of bed days per
patient, to establish if the presence
or lack of these services had affected
the rate of inpatient bed days for
COPD patients.

40. \We found some evidence that
developing specific COPD services
in the community may contribute

to reduced hospital admission rates
(Exhibit 16). However, these services
are not widespread, and even within

28  This does not include prescribing costs.

a board area may not be available
across the whole area. NHS Borders
does not have any of the specific
COPD services noted in Exhibit 16
and has the highest average number
of bed days per patient. NHS Forth
Valley, NHS Tayside, and NHS Greater
Glasgow and Clyde appear to provide
the widest range of services for
COPD patients and also have a lower

mean number of bed days per patient.

41. Within Dundee City CHP in
Tayside, a community COPD service
has been developed over the last

six years where specialist COPD
nurses carry out diagnosis and
provide ongoing treatment and care
for patients. In 2005/06, the total cost

of providing the community COPD
service in Dundee was £500,000, an
average of £143 per patient.” Around
50 per cent of patients have severe
or very severe COPD. Data available
for patients included in this service

(a total of 4,120 COPD patients in
2005) appear to show that hospital
admissions, and outpatient and GP
appointments, have reduced for these
patients (Exhibit 17).
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Exhibit 16

Summary of community-based COPD services in six NHS board areas and bed days per patient

NHS board Pulmonary ESD/HAH Community COPD bed days | Comparison to Scottish
rehabilitation nurse-led per patient average COPD bed days
service per patient

Notes: ESD: early supported discharge; HAH: hospital at home scheme.
Bed days per patient = the total number of COPD bed days divided by the total number of COPD patients.
The Scottish average COPD bed days per patient is 1.34.

Source: Audit Scotland fieldwork, 2006/07; ISD data 2004/05

42. Evidence is lacking around the

Exhibit 17 impact and cost-effectiveness of
Percentage of patients in the Dundee nurse-led COPD community service specialist nurses. While the Dundee
admitted to hospital and attending GP and outpatient appointments, 2003- nurse-led community COPD service
2005 has a robust database around activity

and clinical outcomes, no economic

evaluation has been carried out. There

is some evidence that specialist

B GP appointments COPD services are cost-effective but

B Outpatient without comprehensive evaluation

appointments of specialist staff or services, it is

impossible to tell how these would
impact on other parts of the service

12 B Hospital
admissions

10

Percentage of all COPD patients
o

& (Exhibit 18, overleaf).
2
0
2003 2004 2005
Year

Source: Audit Scotland fieldwork, 2006/07
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Exhibit 18
A summary of the evidence for some specialist COPD services

Source: Economic analysis for Audit Scotland, 2006

Value for money

The evidence for providing more
community services for people with
epilepsy is less certain

43. Community-based epilepsy
services are less common. Managing
people with epilepsy in the
community is much more complex for
a number of reasons:

e Epilepsy is difficult to diagnose,
particularly in the early stages.

e There are many different types of
epilepsy which present in different
ways and across different age
groups.

e A significant number of diagnoses
made by non-specialists have been
shown to be incorrect, therefore
diagnosis should be made by

a neurologist or other epilepsy
specialist; this often involves a
number of tests that need to be
carried out in a hospital setting.

Antiepileptic drug treatment is
complex and a number of different
treatments may need to be tried
before the most appropriate drug
or combination of drugs is found,
therefore such treatment should
be started by an epilepsy specialist
in agreement with the patient.

In the most extreme cases of
status epilepticus (where epileptic
activity lasts for 30 minutes or
more) emergency treatment

and sometimes an admission to
hospital are required, and severe
harm or death can occur.®

44. It is estimated that around

23 per cent of people in Scotland have
been misdiagnosed with epilepsy, at

a cost of £13.7 million.* This does

not include those with epilepsy who
have been misdiagnosed with having
another condition for which the figures
are not available. The potential effects
on people’s lives if epilepsy is not
diagnosed and treated appropriately
can be profound and even fatal

— antiepileptic drugs are not always
chosen and used appropriately by
clinicians and it is likely the incidence
of sudden unexpected death in
epilepsy could be reduced if drug
treatment is improved.”

29  Chronic Obstructive Pulmonary Disease: NICE Guideline, National Institute for Health and Clinical Excellence, February 2004.

30  Unit Costs of Health and Social Care 2006, Personal Social Services Research Unit, University of Kent, 2006.

31  Cost effectiveness of an outpatient multidisciplinary pulmonary rehabilitation programme, T Griffiths et al. Thorax 2001;56;779-784.
32 Diagnosis and management of epilepsy in adults: A national clinical guideline, Scottish Intercollegiate Guidelines Network, April 2004.
33  Epilepsy prevalence, incidence and other statistics, Joint Epilepsy Commission, March 2005.




45. Many people with epilepsy are
reviewed on an ongoing basis by
their general practice team who often
have limited knowledge of epilepsy.
Research carried out across the

UK, in: south-west Glasgow,

Chester, Wrexham and a UK-wide
study, shows the level of care
provided to epilepsy patients varies
greatly: 343536 37

e Just under half had not been seen
by a GP or an epilepsy specialist
in the past year (Chester and UK-
wide studies).

e Around a third had never seen an
epilepsy specialist (south-west
Glasgow and Wrexham studies).

e 11-16 per cent had been
misdiagnosed with epilepsy
(Chester and Wrexham studies).

e The proportion of epilepsy
patients under regular review
in outpatients was found to be
six per cent in the south-west
Glasgow study and 36 per cent in
the Wrexham study, and 19 per
cent of patients in the Chester
study were being reviewed
regularly in primary care.”

e Documented remission rates
(seizure-free for 12 months)
ranged from 20 per cent in
Wrexham to 37 per cent
in south-west Glasgow.

46. In the Chester study, there was

a clear link between high levels

of regular review and increased
remission rates in a comparison of
ten general practices. The highest
recorded remission rate was just over
60 per cent in a practice that carried
out a regular review for almost 80 per
cent of patients with epilepsy.
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47. It has been proposed that Recommendations
observed remission rates of 65 per

cent can be achieved in specialist °
neurology centres.” These figures

are based on patients from as long

ago as 1982, so newer treatments

might increase this figure further.

There is evidence from the Wrexham

study that using specialist epilepsy

staff to review patients not currently
attending an outpatient clinic °
increases the number of people

with epilepsy in remission but the
cost-effectiveness of this approach

is not clear.

The SEHD, NHS boards and
local authorities should collect
better information on activity,
cost and quality of services
for long-term conditions to
support the development of
community services.

The SEHD, NHS boards and
local authorities should
evaluate different ways of
providing services to ensure
cost-effectiveness and share
good practice.

48. In the south-west Glasgow

study, practice nurses were able to

review epilepsy patients, with some

training and the use of a checklist.

NHS Greater Glasgow and Clyde

is planning to introduce a local

enhanced service in 2008 to improve

the management of epilepsy in the

community, which will include an

annual review by a practice nurse.

49. In the boards we audited there
are varying levels of specialist support
for people with epilepsy. The most
comprehensive service was found

in NHS Forth Valley which has two
consultant neurologists, an epilepsy
specialist nurse (who plays a large
role in ensuring patients are on

the most appropriate medication),
and an epilepsy fieldworker (who
helps largely with the psycho-

social aspects of the condition).
Voluntary organisations often provide
community-based support for epilepsy
patients such as Epilepsy Scotland’s
Community Support Service, and
Quarriers” and Epilepsy Connections’
fieldwork services. Boards should
recognise these as a resource for
providing epilepsy care.

34 Review of patients in general practice with a diagnosis of epilepsy: development of a practice nurse checklist and an assessment of resource implications,
Duncan R, Barlow G, Smith AC, SMJ 2005 50(3): 114-7.

35 The development of a city-wide epilepsy register, Minshall |, Smith D, Seizure (2006) 15, 93-97.

36 Epilepsy in the UK: Misdiagnosis, mistreatment, and undertreatment? The Wrexham area epilepsy project, Leach JP, Lauder R, Nicolson A, Smith DF,

Seizure (2005) 14, 514-520 Elsevier.

37  NHS services for epilepsy from the patient’s perspective: a survey of primary, secondary and tertiary care access throughout the UK, Moran N, Poole K,
Bell G, Solomon J, Kendall S, McCarthy M, McCormick D, Nashef L, Johnson A, Sander J, and Shorvon, S, Seizure 2000; 9: 559-565.

38 These studies were carried out before the QOF was introduced and these figures are likely to have increased.

39  Diagnosing refractory epilepsy: response to sequential treatment schedules, R Mohanraj & MJ Brodie, European Journal of Neurology 2006, 13: 277-282.



Part 3. Shifting the
' balance of care

Services for people with long-term

conditions are improving but there is
considerable progress to be made to

provide cost-effective, community-based care.




Key messages

e Generally there is enthusiasm
from staff for Delivering
for Health as a guide to
improving services for long-
term conditions. Progress
in developing community-
based services for asthma
and diabetes has been good,
but there are a number of
practical barriers to providing
better community services
for all patients with long-term
conditions. There is a need to:

e join up health and social care
provision more effectively

e ensure that relevant
staff have access to
comprehensive information
on people’s care needs

e introduce real incentives for
change.

e People with more than one
long-term condition are less
likely to be receiving systematic
joined-up care across all the
services they receive.

e Patients want better information
about their long-term conditions
and many want a greater
involvement in their own care.

Successfully shifting the balance of
care needs support and action from
all partners

The ageing population and more
people with long-term conditions will
put pressure on hospitals

50. The Kerr Report identifies the
main challenges facing the NHS

in Scotland over the next 20 years
as the ageing population and an
increasing number of people with
long-term conditions. This will lead to
continuing pressures on hospitals in
dealing with emergency admissions.
One of the main solutions proposed
is to shift the balance of care. This

means increasing healthcare provision
in local settings, such as in general
practice and community hospitals,
while reducing healthcare provision
in large hospitals, with a focus on
preventing emergency admissions.
This needs to be accompanied

by skilled staff working in the
community, good communication
among all partners and support for
those people who wish to play a
more active role in their own care.

51. Exhibit 19 (overleaf) summarises
all the bodies involved in long-term
conditions care and shows how the
balance of care should be shifting. It
is a complex picture and success in
shifting the balance of care will need
support and action from all partners.

52. The SEHD developed an action
plan, Delivering for Health, in
response to the Kerr Report. The plan
sets out a number of aspirations for
the NHS in Scotland for providing
more care locally (Exhibit 20 overleaf).

More progress could be made in
shifting the balance of care

53. Each NHS board has one or more
CHP whose main role is to improve
local NHS and joint services through
partnership, integration and service
design.” The SEHD has given NHS
boards responsibility for driving

the shift in the balance of care and
providing systematic support for
people with long-term conditions
locally, with CHPs playing a key role.
CHPs are expected to bring together
all parties involved in providing long-
term condition care in their area, for
example general practice teams,
community pharmacists, hospitals,
social work, voluntary organisations,
and patients and carers, and take a
lead role in:

® easing access to primary care
services

e taking a systematic approach to
long-term conditions

40  Community Health Partnerships Statutory Guidance, SEHD, October 2004.
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e providing preventative care
e supporting people at home
e avoiding hospital admissions

e identifying opportunities for more
local diagnosis and treatment

e enabling appropriate discharge and
rehabilitation

e improving health and tackling
inequalities

e improving specific health
outcomes.

A clear national framework for long-
term conditions would help NHS
boards plan and develop local services
54. The challenges set out in the Kerr
Report are complex and wide ranging.
The timescale for implementing the
national framework is 20 years, in
recognition of the considerable time
and effort required by staff in all parts
of the NHS to achieve the changes
identified. The majority of actions

set out in Delivering for Health span
2005-07, with some going up to 2010
(Exhibit 21, overleaf).

55. Delivering for Health stated that
the SEHD should develop a national
strategy for long-term conditions by
2006. Although various initiatives
have been developed at a national
level (eg, a model to identify people
at risk of hospital admission), the lack
of an overarching strategic plan for
people with long-term conditions at a
national level has affected the ability
of boards to comprehensively plan
local services.

NHS boards need to do more to shift
the balance of care for long-term
conditions

56. In Scotland, there are no explicit
targets for shifting the balance of care
into community-based services. There
are limited financial incentives apart
from through the QOF. The SEHD

set timescales for implementing
various strands in Delivering for



Exhibit 19

Summary of all the main parties involved in long-term condition care
NHS boards

N
r N\

Scottish

Teaching Hospitals

Social Care
District General
Hospitals
(Hospital a —>
SECONDARY CARE COUNCILS

SHIFTING THE BALANCE OF CARE

Note: Different parts of the NHS as well as councils, voluntary organisations, patients and their families are all involved in long-term condition care. A shift
in the balance of care to address changing healthcare needs will involve moving services and resources from secondary care into primary and social care,
with more public and patient involvement.

Source: Audit Scotland 2007

Exhibit 20

The future model of healthcare proposed in Delivering for Health

urrent view Evolving model of care

Source: Delivering for Health, SEHD, 2005



Health but not specific targets. In our
fieldwork we found little support for
setting targets for managing long-
term conditions. Targets are being
introduced in England where, from
2008, the Department of Health

will not approve primary care trusts'
local delivery plans unless there is a
clear strategy for shifting care, and
resources, into the community.”’

57. Every NHS board in Scotland
must prepare a local delivery plan
incorporating a number of wide-
ranging targets and measures under
four high-level objectives collectively
known as HEAT.* Boards are held
accountable on their progress against
the HEAT objectives on an annual
basis by the Health Minister. This
process is based on information
submitted to the SEHD in boards'
local delivery plans. A few of the
HEAT targets impact on long-term
conditions care generally, for example
there is a target to reduce emergency
inpatient bed days and multiple
emergency admissions for people
aged 65 and over. There are also

a number of health improvement

Exhibit 21

targets aimed at reducing or
preventing long-term conditions.

58. Regardless of whether targets
are in place, there is scope for boards
to better prioritise developments

in managing long-term conditions
and encourage more partnership
working, in particular between CHPs
and the acute sector, to support the
development of community services.

Many Community Health Partnerships
have still to address key issues
around managing long-term conditions
59. CHPs were established from

1 April 2005 onwards and are at
varying stages of development. At
the time of our fieldwork, many had
not addressed key issues around
long-term conditions as they had just
got their structures in place or, in
some cases, were still appointing key
personnel. In addition, other structural
change at a board level has been
going on in some boards which has
hampered progress in some CHPs.

60. Some boards and CHPs have
specific long-term condition plans, for

Implementation of Delivering for Health and associated guidance, 2005-07

Action

Source: Audit Scotland fieldwork, 2006/07
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example, the three CHPs in Tayside
have individual plans which feed into
an overall long-term conditions plan
for NHS Tayside. Tayside also has

a performance monitoring system
(TayStat) which incorporates actions
from Delivering for Health and its
long-term condition plan, and clearly
identifies progress against each
(Exhibit 22, overleaf). In the other
NHS boards we visited, there was
not such clear and structured
monitoring of local strategies for
long-term conditions.

Partnership working is helping to
shift the balance of care but could
be improved

61. Good partnership working is a key
factor in shifting the balance of care and
improving services for people with long-
term conditions, which CHPs should

be coordinating locally. But while there
are examples of good joint working

for particular conditions, services or
localities, more needs to be done

to make partnership working more
effective regardless of where a person
lives or what condition they have.

41 Our health, our care, our say: a new direction for community services, Department of Health, January 2006.
42  The four high-level objectives known as HEAT are as follows: Health improvement for the people of Scotland; Efficiency and governance improvements;
Access to services; and Treatment appropriate to individuals.




62. Community services for people
with asthma and diabetes are better
developed than for other long-term
conditions, aided by the use of the
local enhanced services provision in
the nGMS contract and joint working
between specialists in hospitals and
primary care practitioners. Although
the developments are condition-
specific, some elements, such as
good communication between
hospitals and GP services, are
essential to the development of
community services for patients with
other long-term conditions.

63. We found some good examples
of CHPs working in partnership with
specialist clinicians in hospitals when
moving services for a particular
condition into the community. Many
staff who had been involved in these
successful partnerships felt the same
principles could be applied to many
other long-term conditions. However,
generally CHPs were finding it difficult
to engage hospital clinicians on a
wider basis.

64. There are also some examples of
CHPs and social work working well,
for example integrated teams and
co-location of staff. All of the board
areas we visited had joint health and
social work teams for preventing
hospital admissions and supporting
earlier discharges from hospital.
However, health and social work staff
are still coming up against cultural
and organisational barriers, such as
budget constraints, a lack of pooling
budgets, and different governance
arrangements.

65. There is varying engagement by
CHPs with voluntary organisations.
Usually a local representative from
the Scottish Council of Voluntary
Organisations (SCVO) sits on
individual CHP committees. The
level of engagement with voluntary
organisations in relation to long-term
conditions often depends on what
organisations are based in the

local area.

66. In our survey of GPs, most
reported good working relationships

Exhibit 22

NHS Tayside has an effective system in place to monitor progress against its

local strategy for long-term conditions

NHS Tayside was part of a national pilot for the implementation of the principles
of citiStat, which is a performance management and improvement system
originally developed for the public sector in North America. The resulting system
for managing performance (TayStat) is now well established within the board.
TayStat is focused around meetings where the board has a key role in monitoring
and challenging progress against robust, timely and appropriate indicators focused
on key priority areas. At these meetings actions are agreed to resolve any
identified problems within agreed timescales.

TayStat includes some of the relevant national and local targets for long-term
conditions, for example within Delivering for Health, the local long-term conditions
plan and several Managed Clinical Networks. Tayside intends to develop this over
2007/08 to include all the relevant objectives and targets relating to long-term
conditions and improve monitoring of service improvement against these.

Source: Audit Scotland fieldwork, 2006/07

with secondary care and community
pharmacists. Relationships with social
work and local charities were not as
strong, and the least positive working
relationships were reported with

the CHPs themselves (Exhibit 23).
Relationships with CHPs were better
in some board areas than others,
however this is clearly an area where
CHPs need to build on improving
partnership working.

More progress is needed in
transferring resources from
secondary to primary care

67. The Kerr Report predicts, on
limited evidence, shifting the balance
of care will be cost neutral within

the NHS but with more resources
directed at services in the community.
Delivering for Health does not
estimate what the cost implications
of shifting the balance of care are but
states improvements should be made
within current spending plans and
that the pace of change will depend
on efficiency savings and future
investment decisions. A national
group has now been set up to look at
the resource implications of shifting
the balance of care.

68. Delivering for Health emphasises
the need for NHS boards and CHPs
to be innovative and redesign

services through collaboration with
partners, integrating services and
multidisciplinary working. Boards are
taking different approaches to shifting
the balance of care, for example,
redesigning services within existing
budgets, increasing investment or
development of primary care and
closing facilities and reinvesting staff
and money into community teams.
But there is little evidence so far of
any large-scale transfer of resources
(including money and staff) from
secondary to primary care. Barriers
to shifting resources include the
significant amount of resources tied
up in secondary care and the need
to maintain hospital services during
periods of change. It is a complex
issue that involves more than simply
closing wards and freeing up money
to spend on community services. This
will require guidance and support for
NHS boards and councils to develop
shared business plans for resource
transfer. This may also require some
initial development funding.

69. Many of the examples of shifting
the balance of care we found across
Scotland were pilots or short-term
funded projects (Exhibit 24, overleaf).
One of the barriers to securing
long-term funding for new services
is the lack of proper evaluation of
projects which demonstrate their



Exhibit 23

Working relationships between general practice and partner organisations

Secondary care

Community pharmacists

Social work

Local charities

B Very good
B OQuite good

I Quite poor

B \Very poor/none

Don't know

CHPs
0 20 40 60 80 100
Percentage

Source: GP survey carried out for Audit Scotland, 2006

cost-effectiveness. It is still unclear
whether moving services from
hospitals into the community affects
quality, cost and effectiveness. In
the absence of this information,
NHS boards are unwilling and
unable to make informed decisions
on investment in new community
services (see Part 2).

To help join up services
professionals need access to
comprehensive information on
patients with long-term conditions
but this is not yet available

70. The lack of progress in providing
access to comprehensive patient
information is seen as a major barrier
to developing joined-up services

for long-term conditions. If this
information was available it would
allow general practice staff, other
community professionals such as
those in community pharmacy, and
staff in hospitals to have access to all
of the information on care provided
to patients.

71. Social work systems are difficult
to tie in with NHS systems as they do
not collect information by condition or

use the same patient identifier, known
as the Community Health Index.
There are also issues around data
protection and patient confidentiality,
for example agreeing what level

of social work data that NHS staff
should be able to access regarding an
individual's social circumstances.

72. Some patient electronic systems
for specific conditions — diabetes
(SCI-DC) and heart disease (SCI-CHD)
— have been developed and rolled
out nationally. Local systems are

also being developed, for example
NHS Tayside is developing its own
electronic system for long-term
conditions. As electronic systems in
Tayside are introduced for individual
conditions, these will eventually be
linked together into an overall long-
term conditions clinical database. In
addition to diabetes and CHD, Tayside
has an electronic system for COPD.
These systems allow both GPs and
specialists in hospitals to access more
comprehensive information about a
patient’s care, for example laboratory
results, images from scans, and
referral letters.

43 http://www.communitypharmacy.scot.nhs.uk/documentation.html
44 Visible, Accessible and Integrated Care: Report of the Review of Nursing in the Community in Scotland, SEHD, November 2006.
45  Developing community hospitals: A strategy for Scotland, SEHD, December 2006.
46 NHS Circular: PCA(P)(2007)1: New community pharmacy contract: situation update, SEHD, January 2007.
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Better links are needed between
workforce and service planning

73. As well as affecting how many
people are likely to develop a
long-term condition, the changing
make-up of the future population in
Scotland also affects the number of
people in the working population
who will be available to care for
these people. This emphasises the
need for effective workforce planning
which takes account of how many
people will be needed to care for
people with long-term conditions,
what skills they are likely to require
and where they should be located to
be most effective.

74. There are a number of new
contracts and strategies in place
which boards are using to extend

and change the roles of some key
staff groups to meet the increasing
provision of care for people with long-
term conditions in the community.
These include the nGMS Contract,
new Community Pharmacy Contract,
Community Nursing Review, and
Review of Community Hospitals.”***°
For example:

e The Chronic Medication Service
(CMS) within the new Community
Pharmacy Contract will allow
community pharmacists to review
and manage patients on long-
term medication. The CMS was
due to be implemented in April
2007 but there were delays in
getting the underpinning electronic
system in place. The SEHD now
estimates that it may not be fully
implemented until April 2008."°

e A new model is being developed
incorporating existing separate
community nurse disciplines, for
example district nurse and health
visitor, into one community health
nursing role. This aims to allow
nurses working in the community
to better address the health needs
of the local population.
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We found some examples across Scotland of shifting the balance of care.

NHS Ayrshire & Arran

Clinical Decisions Unit (CDU)

within A&E at Ayr Hospital — the
unit has removed inefficiencies from
the investigation process to quickly
assess and diagnose emergency
patients and discharge them back

into the community if possible, rather
than admitting them to hospital. This
approach has been piloted for patients
with eight common presenting
symptoms, rather than conditions.
There has been a reduced rate of
hospital admission for those assessed
through the CDU. The unit is to be
extended to patients with long-term
conditions and COPD will be the first
condition piloted.

NHS Borders

Reinvestment of resources

into community services — two
community hospitals which were no
longer fit for purpose were closed. This
has allowed NHS Borders to reinvest
the money into the community in a
more targeted way and transfer the
staff from the hospital into community
teams where they can more
appropriately address the health needs
of the local population.

Falkirk Council

Using innovative technology to
help people in their own homes —
this is being used in the homes

of people who may otherwise not
be able to live independently. For
people with dementia, potential risks
can be monitored by fitting sensors
and alarms which are linked to a
control centre. Similarly for people
with epilepsy, tilt monitors and bed
monitors can alert the control centre
when someone is having a seizure.

NHS Forth Valley

Mental Health Intensive Home
Treatment Service — intensive care
for people with serious mental illness
is provided in patients’ homes where
possible, and inpatients are discharged
earlier with support at home. The
development of a community team
and new way of working has allowed

Source: Audit Scotland fieldwork 2006/07

NHS Forth Valley to close 15 acute
beds in a mental health ward.

NHS Greater Glasgow & Clyde
Community-based COPD services —
there is a well established community
COPD rehabilitation programmme and
outreach spirometry service in the city
of Glasgow. Unlike other board areas,
there is no waiting list for the COPD
rehabilitation programme and it is
provided in local communities rather
than in hospital. The spirometry service
is provided by qualified technicians in

a number of locations across the city.
This ensures good quality testing and
diagnosis. In other board areas, general
practice staff not confident in carrying
out a spirometry test or unsure of
diagnosis would have to refer the
patient to a respiratory specialist in a
hospital clinic.

NHS Highland

Use of local enhanced services

in the nGMS contract to develop
community services for the
diagnosis and management of
type 2 diabetes not treated with
insulin — almost all GP practices in
Highland (excluding Argyll & Bute)
have signed up to provide this service.
Previously many patients attended
clinics held in hospitals, which
involved a considerable amount of
travel. Work is continuing by
specialist staff to provide training to
practice staff on the diagnosis and
management of patients with type 2
diabetes. The new community
service has led to a reduction in
waiting times for new referrals to
hospital clinics due to a decrease in
the overall number of patients attending
for regular ongoing review.

NHS Shetland

Specialist staff in the community

— Shetland does not have dedicated
specialists in the management of many
long-term conditions, including COPD
and epilepsy. Patients are supported

by generic primary care teams, with
secondary care input being provided

by local consultant physicians who

have a special interest in a number of
long-term conditions. Local services

in primary and secondary care are
supported by specialist services
provided by NHS Grampian. Developing
the skills of community staff, input
from local consultant physicians and
close links with colleagues in Grampian
has allowed NHS Shetland to fill gaps
in care where clinically appropriate, and
reduced the need for patients to travel
to Aberdeen.

NHS Tayside

Community-based COPD services

— specialist COPD nurses provide a
community service in GP practices
across Dundee. They carry out
spirometry, diagnosis and treatment

in conjunction with GPs, a dietician

and physiotherapists, who all

work to a locally developed COPD
manual. An electronic management
system, which hospital staff can
access and add to, is used to record
comprehensive information on patients’
spirometry readings, medicines and
other treatments, and general care.
COPD patients in Dundee are now
rarely referred to a hospital clinic for
diagnosis and hospital admissions have
reportedly gone down.

Scottish Ambulance Service
Paramedic — Nurse Practioner Team —
In a nine-month pilot project with NHS
Fife, a paramedic and an Emergency
Care Practitioner nurse worked together
as a team attending 999 calls and
out-of-hours home visits. The aim

was to reduce the number of people
being transferred to hospital using

the combined skills of the paramedic
and nurse team to treat a wider range
of minor illnesses and injuries at the
scene. Early analysis suggests that

for their cohort of patients, the team
managed to reduce the national rate of
patients taken to hospital (91 per cent)
by more than half, down to 37 per cent.
If this service is rolled out across Fife
there is scope to reduce the number of
hospital attendances by a considerable
amount, reducing the pressure on busy
A&E departments and treating more
patients closer to home.



e There are opportunities for
community hospitals to provide a
wider range of services to the local
population to reduce the need for
patients to travel to larger hospitals
for specialist care.

75. Some boards have started to
think about the workforce planning
issues of shifting the balance of care
but more needs to be done. Each
NHS board is required to produce a
local workforce plan which feeds into
a national plan for Scotland.” In the
national plan, future projections of
demands for staff groups are based
on figures provided in local plans but
not all boards were able to provide all
of this information. National estimates
for future demand of staff include: a
one per cent increase in the medical
consultant establishment over the next
ten years; a 1.6 per cent increase in
Allied Health Professionals (AHPs) and
2.6 per cent increase in assistant AHPs
over the same period; and an 8.8 per
cent increase in registered nursing
and midwifery staff over the next five
years. There is no projection for the
future requirements for GPs; boards
provided little information on this but
under the NnGMS contract there is no
requirement for general practices, as
independent contractors to the NHS,
to provide data on staffing to NHS
boards or to ISD Scotland.

76. In a previous report, Audit
Scotland assessed all NHS boards'’
workforce plans in relation to nursing
staff and found that where projections
were made there is limited detall

on the methods used to calculate
them."® Therefore it is unclear to what
extent changing demographics have
influenced these projections. In the
national workforce plan, the SEHD
recommends NHS boards improve
their forecasting of future demand

for staff and that clear links for future
demand should be made within local
delivery plans.

Exhibit 25
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The implications of shifting the balance of care perceived by GPs and

practice nurses

Moving care from hospitals to the community will not be

accompanied by a shift in resources

It will lead to an increased workload for GPs

It will lead to an increased workload for Practice Nurses

Overall quality of healthcare will be improved

B Strongly agree
Slightly agree
Neither

B Slightly disagree
Strongly disagree

. Don’t know

People may have to travel further to recieve specialist

healthcare

Patients with long-term conditions will be happy being

treated in a primary care setting

Families of patients with long-term conditions will be
unhappy with them being treated in a primary care setting

© m

20 40 60

77. As more long-term conditions
care is provided in the community
in the future this will need to be
accompanied by a shift in skills and
specialist staff, and more training for
generalist staff. Boards should start
taking these issues into account in
their workforce planning.

Not all general practice staff are
aware of the current policy for shifting
the balance of care

78. Not all GPs and practice nurses
are aware of the current policy for
shifting the balance of care and
improving the management of long-
term conditions. We found that only
43 per cent of GPs had read either the
Kerr Report or Delivering for Health
compared with 62 per cent of practice
nurses; a further 39 per cent of GPs
and 27 per cent of practice nurses
were aware of at least one of these
reports but had not read them; and

80 10

o

18 per cent of GPs and 11 per cent of
practice nurses were not aware and
had not read the reports. If boards
and CHPs are to effectively shift the
balance of care, it is important that all
staff are aware and supportive of both
national and local policies to do this.

Community-based staff need
training and support to ensure
quality of care is maintained

79. In our surveys, most GPs and
practice nurses felt that shifting the
balance of care will lead to better
quality of care. However, they believe
that there will not be an increase

in resources to accompany the
increased workload this will produce
and this will put pressure on practice
staff (Exhibit 25). The majority of
respondents said that they are
treating more patients with long-
term conditions in the community;

47  National Workforce Plan for NHSScotland: setting out future supply of staff to meet service needs of NHSScotland, SEHD, December 2006.
48  Planning ward nursing — legacy or design? A follow-up report, Audit Scotland, January 2007.
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Exhibit 26

Examples of attempts to maintain the quality of care when shifting services
from hospital to community-based services

COPD

During our fieldwork, concerns were
raised about the variability of the

quality of spirometry carried out in the
community by GPs and nurses and that
the standard of equipment and level of
training varied.

NHS Greater Glasgow and Clyde has
overcome this by providing an outreach
spirometry service carried out by
hospital technicians.

NHS Tayside has set up a community
COPD service in Dundee where
specialist nurses ensure that spirometry
equipment used in GP practices
conform to European standards and
are calibrated daily. A peer supervision
system is in place and graphs showing
results of tests can be viewed
electronically via the COPD electronic
management system. The specialist
nurses also carry out regular reviews of
people on their COPD registers.

Source: Audit Scotland fieldwork, 2006/07

providing early intervention to avoid
hospital admissions; and encouraging
health promotion among patients with
long-term conditions.

80. Specialists in hospitals were
generally supportive of providing more
care in local settings, however they
highlighted training issues for staff in
primary care that would need to be
addressed in order to maintain good
quality care (Exhibit 26).

More community-based staff are
being supported to develop special
interests

81. Traditionally specialist roles have
been based in secondary care.

NHS boards are supporting the
development of more practitioners
(eg, GPs, nurses and AHPs) trained in

49  Epilepsy in the UK: Misdiagnosis, mistreatment and undertreatment? The Wrexham area epilepsy project, Leach JP, Lauder R, Nicolson A, Smith DF. Seizure (2005)

14, 514-520 Elsevier.

Epilepsy

There is evidence that lack of
specialist knowledge of epilepsy in
the community can lead to patients
not receiving appropiate treatment or
ongoing review.” Epilepsy specialist
nurses and voluntary organisation
fieldworkers, as well as people with
epilepsy, have stressed the importance
and value of having specialist advice
and support with regards to psycho-
social needs. In addition, epilepsy
specialist nurses could help to

bridge the gap in limited numbers of
consultant neurologists, particularly
those that specialise in epilepsy.

In the boards we visited in our
fieldwork, four had specialist nurses
to provide this support (Ayrshire and
Arran, Forth Valley, Greater Glasgow
and Clyde, and Tayside).

an area of special interest so they can
provide a wider range of treatments
for people with long-term conditions,
particularly in community settings.
NHS Education for Scotland (NES) is
developing an education programme
to support the development of these
roles across Scotland.

82. Over half of the GPs we surveyed
are supportive of the existence

and increase in GPs with a special
interest. Those not interested in
becoming a GP with a special interest
said: they enjoy being a generalist and
the NHS needs generalist roles; they
do not have enough time to study

or train to become a specialist; and
some said they are too old to become
a specialist.

83. From our GP survey, incentives
that may attract them to becoming

a GP with a special interest include:
time to study and learn; funding or
resources; adequate or extra training/
courses; adequate remuneration;
support of practice partners or
clinical support; if demand arose
from patients in the area; and proven
benefits to patient care.

84. The most popular areas that

GPs specialise in, or would like

to specialise in, are dermatology,
diabetes and CHD; and for practice
nurses they are diabetes, respiratory
conditions and CHD. Practice

nurses are much more interested in
becoming specialists. NHS boards
need to ensure that the development
of practitioners with special interests
are for conditions where there is local
need for specialisation, which should
be linked to workforce planning.

The Quality and Outcomes
Framework has a role to play in
improving the management of long-
term conditions

85. In our fieldwork, views varied
about the effectiveness of the QOF in
improving how long-term conditions
are managed. The main points raised
were:

e the lack of quality measures, with
measures very much focused on
clinical outcomes

e argument over what should and
what should not be included

e it has helped raise awareness
of certain conditions but is not
holistic enough

e jt does not take into account
people with more than one long-
term condition

e patients value having regular
reviews.



Exhibit 27

Different levels of care for people with long-term conditions

Complex cases with
co-morbidities
3-56% of all cases

Higher risk cases
15-20% of people
with long-term
conditions

70-80% of people with
long-term conditions

Source: Delivering for Health, SEHD, November 2005

86. Practice nurses are generally more
positive than GPs about the impact the
QOF has made on managing people
with long-term conditions. Around

50 per cent of practice nurses in our
survey thought that it has helped to
reduce emergency admissions to
hospital, compared with just 25 per
cent of GPs. The majority of GPs and
practice nurses agreed quite strongly
that the QOF has a positive impact on
the care of people with more than one
long-term condition. And most said
having a register of patients enables
them to monitor patients with long-
term conditions, and that providing
regular reviews improves their care.

Support for people with long-
term conditions needs to be more
systematic

87. Delivering for Health outlines a
model with three levels of care for
people with long-term conditions
(Exhibit 27):

e |evel 1 Supported self care (also
known as self management)

Level 3
Intensive professional care

Level 2
Shared care

Level 1
Supported self care

covers the majority of people with
long-term conditions (70-80 per
cent). Most of these people are
thought to be able to manage their
own conditions with appropriate
advice and support.

e |evel 2 Shared care relates
to around 15-20 per cent of
patients who require additional
care and support to manage
their conditions.

e Level 3 Intensive professional
care is a more coordinated and
proactive approach known as
intensive care management or
case management. This approach
is required for a small proportion
of the population with complex
needs, who often have more than
one condition (up to 3-5 per cent).

88. In our fieldwork, we examined
the extent to which this more
systematic approach is being taken
in the management of people with
long-term conditions. In particular,
we looked at progress against self
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care programmes, intensive care
management and systems for
identifying those in most need of
intensive care management
(known as risk prediction or risk
assessment tools). There has been
considerable progress in developing
risk prediction tools and limited
progress in self care and intensive
care management approaches.

Patients are being encouraged to take
more responsibility for their own care
89. The Long-term Conditions
Alliance Scotland (LTCAS) is
developing a strategy for self
management but this is in early
development and there are no clear
timescales for completion of this
work.” It is expected there will be
some generic approaches that can
be taken across all long-term
conditions, for example good
information provided on conditions

at diagnosis. However, many
conditions have specific issues
around self care, for example advice
on managing diet to control sugar
levels for people with diabetes.

90. We found some examples

of small local pilots in self care
approaches for specific conditions,
for example diabetes, asthma and
arthritis, across Scotland. Self care

is not happening to a great extent
within COPD and epilepsy services.
People with COPD taking part in our
focus groups and who had attended
pulmonary rehabilitation programmes
told us they appreciate the education
provided which enables them to take
more responsibility for their condition.

People with more than one long-term
condition are likely to need more
intensive care

91. People with more than one
condition are more likely to need
more intensive care and support but
generally they are not yet receiving
this in a structured way. Intensive
care management approaches are
still being developed and have not

50 LTCAS was formed in May 2006 and is supported by funding from the SEHD. It brings together the hundreds of voluntary organisations across Scotland to

address common issues at a national level.



been applied to any great extent

in the areas we visited. The SEHD

is coordinating the implementation

of intensive care management for
people with the most complex needs
and at risk of hospital admission.

The target date in Delivering for
Health for NHS boards to implement
this is 2007.

92. There are a number of small
pilots around Scotland testing a
model where a key contact in the
primary care team (usually a nurse)
has responsibility for coordinating the
contribution of various professionals
involved in a patient’s care but

this is still in early development.

NHS Tayside has piloted a case
management approach over the
period of a year with each of the
three CHPs testing different aspects,
such as case finding criteria,
comparison with social work care
management input, and whether to
target patients aged over 40 years or
over 65 years. Early findings from the
pilot indicate that:

e not all those who benefit from
intensive care management are
those with high unscheduled
hospital admissions

e there are people under 65 who
benefit from case management

e patients’ quality of life improved
and they were more confident
about managing their conditions

e the role of coordinating patients’
care could be carried out by staff
groups other than nurses, eg
AHPs or social care staff with
sufficient training.

93. Participants in our focus groups
reported they now receive regular
reviews from their general practice
team but the frequency varies. Most
told us they find reviews useful as
long as they are comprehensive

and not just a tick box exercise. For

example, as well as the standard
information GPs are required to check
for the QOF, patients want to be

able to discuss how they are coping
generally and discuss any particular
issues they may have.

Systems for identifying patients in
need of more intensive care are being
developed

94. Risk assessment tools are being
developed at national and local levels
to identify people with long-term
conditions in most need of care

and support.

95. The Scottish Patients At Risk

of Readmission and Admission
(SPARRA) tool was developed
nationally and can be used at a local
level (NHS board, CHP or general
practice level) to identify patients aged
65 years and over at greatest risk of
emergency inpatient admission.”'
Since this tool was introduced in June
2006, ISD has provided information
to almost all CHPs on their patients
with regards to their risk of being
admitted to hospital based on their
previous hospital admission history.
Some boards and CHPs are using
this information to identify patients
suitable for assessment for intensive
care management and others are
using it to inform service planning.

96. A number of NHS boards have
progressed their own risk assessment
tools and are currently piloting and
testing them (eg, Ayrshire and Arran,
Highland and Tayside).

Patients want better information
about their long-term conditions
and many want greater
involvement in their own care

97. Participants in our focus

groups would have welcomed
more information when they were
diagnosed, particularly about the
long-term implications of their
condition, the services available,
and where to get more information.

They felt that this would have helped
them play a more active part in their
own care. In particular, there was
little awareness about the availability
of social care services, and many
relied on considerable support from
family and friends. In Scotland in
2004, around one in eight adults
were providing unpaid care to
another person.”

98. The people attending our focus
groups described a number of

ways their condition had impacted
on their lives, wider than the obvious
health issues.

99. For those with COPD:

e Most people were no longer able
to work.

e Some were unable to do activities
they used to enjoy (eg, hill walking,
golf).

e Simple activities, such as washing
and dressing, take much longer
and can be quite tiring.

e Many said they can feel isolated
because they are scared to go out
on their own in case they become
really breathless.

100. For those with epilepsy:

e Many said they have difficulty
finding work as some employers
were anxious they would have a
seizure at work.

e Many are unable to drive because
they have had their driving licence
withdrawn on medical grounds or
they are too scared to drive in case
they have a seizure and cause an
accident.

e Some felt there was a lot of
stigma attached to their condition.

e Some said they lack confidence or
experience mood swings because
of their seizures.

51 SPARRA: Scottish Patients At Risk of Readmission and Admission, Information Services Division, NHS National Services Division, August 2007.
52  Scottish Household Survey Analytical Topic Report: Characteristics and Experiences of Unpaid Carers in Scotland, Scottish Executive Social Research, 2006.



101. There is scope for public bodies
to work with the voluntary sector to

ensure that all patients diagnosed
with a long-term condition receive
comprehensive information about

their condition. This condition-specific
information should be supplemented
with better information about local

services. A new approach called
Information Prescriptions is being
piloted across 20 sites in England:

people with long-term conditions or
social care needs will receive tailored

information which will guide them
to relevant information about their
condition, for example information
about conditions and treatments,

care services, benefits advice and

support groups. The Department of
Health plans to roll out Information
Prescriptions across England in 2008.%

53  http://www.informationprescription.info/index.html.

Recommendations

NHS boards should take a more
strategic role to ensure better
working between CHPs and
the acute sector to support the
development and resourcing of
community services.

The SEHD and NHS boards
should agree targets to support
the development of community-
based services.

The SEHD should consider
providing guidance and support
for NHS boards and councils
so they can develop shared
business plans for resource
transfer to facilitate shifting the
balance of care.

The SEHD should prioritise
work on developing systems
to ensure that comprehensive
information on patients is
available to all professionals so
they can assess and manage
the total care package for each
individual. A timescale should
be set for this.

NHS boards should link
changing demographics and the
impact of shifting the balance of
care to workforce projections in
their workforce plans.

NHS boards and CHPs should
ensure that all staff are aware
and supportive of both national
and local policies for shifting the
balance of care.

NHS boards and local
authorities, through CHPs,
should ensure comprehensive
information is given to patients
about their condition, and the
health and social care services
available, at the time of
diagnosis.

Part 3. Shifting the balance of care 29



30

Appendix 1.

Project advisory group membership




Appendix 2. Overview of economic analysis 31

Appendix 2.

Overview of economic analysis

We commissioned health economists  ® how these would change over Method used to estimate cost of

at the University of Glasgow to time with particular regard to the current service

conduct economic modelling to implementation of Delivering for In Part 2 we provide a breakdown of

estimate the costs of our two tracer Health, including estimates of how  the estimated direct cost of COPD

conditions, COPD and epilepsy. The the quality of care may change as  and epilepsy to the NHS in Scotland.

objectives were to estimate: a result. The items included are shown
below with a description of how the

e the costs of COPD and of epilepsy estimates were obtained.

to the NHS in Scotland at present

54 Implementation strategies for a Scottish national epilepsy guideline in primary care: results of the Tayside Implementation of Guidelines in Epilepsy
Randomized (TIGER) trial, Davis J, Roberts R, Davidson DL, Norman A, Ogston S, Grimshaw JM, Davey P, Grant J, Ruta D. Epilepsia. 2004 Jan;45(1):28-34.
55 Unit Costs of Health and Social Care 2006, Personal Social Services Research Unit, University of Kent, 2006.



Appendix 3.

Focus groups with people with COPD or epilepsy

The following qualitative research was conducted with patients in the sample board areas.

Research Ethics Committee approval
was obtained to contact people on
GP registers in the six main NHS
board areas that we sampled; we
asked CHPs to help enlist the support
of GPs, and participating general
practices sent out packs on our behalf
to people on their COPD or epilepsy
registers.” The packs contained
information about the work, along
with a consent form and a pre-paid
envelope for patients to reply to us if
they were interested in attending.
Exceptions to this included:

e The COPD focus group held in
Glasgow, where participants were
recruited through the British Lung
Foundation: seven were from
Greater Glasgow and Clyde; others
came from Kilmarnock, Fife (four
people), Midlothian, and Perth.

56  There a number of Research Ethics Committees across Scotland, and the rest of the UK, overseen by the National Research Ethics Service and regulated

by the UK Ethics Committee Authority.

The epilepsy focus group in
Glasgow was supplemented

with contacts obtained through
Epilepsy Scotland, which asked
callers to its helpline if they would
be interested in taking part.

The epilepsy focus group on
Shetland was recruited through
the local patient support group.

We were unable to get sufficient
support to recruit a focus group
in Highland and instead used two
contacts supplied by the North of
Scotland Epilepsy MCN.
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Appendix 4.

Overview of surveys with GPs and practice nurses

As part of our review of the e current ways of working The survey was carried out in the
management of long-term conditions, same six NHS board areas in which
we commissioned a market research e how these ways of working are we carried out fieldwork. A total of
organisation, BMRB, to carry out changing 258 GPs were interviewed across the
a telephone survey among GPs six NHS board areas. The response
and practice nurses to find out the e attitudes towards proposed new rate varied between 31 per cent and
following with reference to Delivering models of care for people with 37 per cent by NHS board area. The
for Health: long-term conditions. overall response rate among GPs was
33 per cent.
NHS board No. of No. of practices | Total no. of GPs Number Response rate
practices with 5 or more available for GP of GPs
GPs sample®’ interviewed

Borders 32%

Greater Glasgow & Clyde 31%

Tayside 35%

The response rate among practice nurses varied between 19 per cent in Highland and 70 per cent in Tayside: a total of
200 were interviewed across the six sample NHS board areas, giving an overall response rate of 36 per cent.

NHS board No. of practices Number of practice nurses Response rate
interviewed (one per
practice)
Borders 38%
Greater Glasgow & Clyde 30%
Tayside 70%

More detail on the methods and results for the surveys are included in the supplement to this report.

57  The total number of GPs available for the GP sample is the sum of the previous two columns: BMRB attempted to interview one GP in practices with less
than five GPs and two in practices with five GPs or more.
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Appendix 5.

Self-assessment checklist for NHS boards

The checklist on the next few pages
sets out some high-level statements
about managing long-term conditions
based on issues raised in this report.
Boards (with their CHPs) should
assess themselves against each of
the statements and consider which
statement most accurately reflects
their current situation:

e not in place and action needed
e not in place but action in hand

® in place but needs improving

in place and working well.

This approach will enable boards to
identify what action needs to be
taken forward.
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